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NFDI4Health — Mission
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Abb.: NFDI4Health. FAIR-Prinzipien: https://doi.org/10.1038/sdata.2016.18
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NFDI4Health — FAIR data sharing, training and education
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» Changing the culture of data sharing in health research

Abb: NFDI4Health-Konsortium

NFDI4Health — Standards, Services & Community

Publication Policy of the National Research Data
Infrastructure for Personal Health Data (NFDI4Health) and
the NFDI4Health Task Force COVID-19
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Standardisierte Metadaten fur Gesundheitsstudien

Towards a Domain-Overarching Metadata Schema for
Making Health Research Studies FAIR: The NFDI4Health
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|_conditions / focus | aspe - Mode
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- Classification organizational Identifiers - Study type - Terminology - Maximum age - Target follow up - Portion size estimation . . . . ) . - .
e “Type bt i e — Gender duration B Carolina Schwedhelm; Sylvia Thun; Dagmar Waltemath; Hannes Wiinsche; Atinkut A. Zeleke;
- Acron.yn?s - Name.(s.) resources - Data providers = Ipcltfsiun = Biusp.ecimen - Re;?e_at frequency Wolfgang Miiller
- Descriptions - Identifiers -Related -1€D groups of Administrative criteria retention - Validity Implementation Guide NFDI4Health MDS
- Keywords - Email nfdi4health diseases info - Exclusion - Reliability -
- Webpage (personal) resources - Mortality data —_— ) criteria - Dietary supplements ) Graphical Overview - FHIR Profiles
- Version - Affiliations - Primary subject ;p;r::a‘;omm'ttee Tnterventional ) Description of the Metadata Schema (MD...
- Format (personal) - Sampling aspects
: - Overall status Outcomes ) Core MDS
- Use rights ml:?;raogources _ Status of - Numerical phase CHRONIC DISEASES 507 Modules
e Provenance (biosamples intervention - Title - Masking (Resource type- and use case-specific) ) es
P N ! received - Description - Allocation —r 2 Design
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Abb. (links): https://simplifier.net/quide/nfdi4health---metadata-schema---implementationguide ; (rechts) JMIR Preprints, https://doi.org/10.2196/preprints.63906
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Strukturierte Ablage von Studieninformationen

\
Health Study
Hub

% Search Explore by type of the resource v Explore by collection(s) v B Register your Data

@ Your data is not yet displayed?

Please contact us via studyregistration@nfdi4health.de and we will assist you with the publication of your research. Other use our registration form. Please note that study documents,
including data collection instruments, can be published as well — as supplementary materials to your study or as independent research outputs. For further details please look at our
publication policy and flyer here.

Begin your search

Currently 27160 studies, instruments and other documents are there to explore.

QU diabetes depression Reset

? Advanced syntax help

Type of the resource equals X Add filter @
Showing 316 results 12 3 45 32 > [ Sort by v ] [10 documents per page VJ
NCT01009138

Development and Evaluation of a Diabetes-specific Cognitive Behavioural Treatment (DS-CBT) for Diabetic
Patients With Subthreshold Depression

Elevated rates for depression in diabetic patients are of clinical significance for diabetology. Depressive disorders are doubled compared to patients
without diabetes. A meta-analysis showed that a proportion of 20% of diabetic patients showed subthreshold depression, defined as elevated
depressive...

Collection(s): Individual Studies @ View

Suche und Exploration im Health Study Hub: https://csh.nfdi4health.de/search/Study

Bisher genutzt zur Beschreibung von

- Kilinische, epidemiologische und Public Health
Studien, u.a. COVID-19 Studien

- NUM Datensammlungen, z.B. coverCHILD
- Krebsregister

Zusammenarbeit mit
- Ml

- NUM

- DZGs

- Krebsregister

- BfARM
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Strukturierte Ablage von Studieninformationen

Q

Health Study

Hub
General information Bisher genutzt zur Beschreibung von

Basic nformation  etais Klinische, epidemiologische und Public Health
Type of the resource Studien, u.a. COVID-19 Studien

Minor Depression, Markers of Inflammation, Diabetes-related Distress, Late Complications, Light affective Disorder,

Keyword(s) describing the study @

Subclinical depressive Symptoms, Diabetes mellitus, Subthreshold Depression

NUM Datensammlungen, z.B. coverCHILD

Source of information about the study @ Automatically uploaded: ClinicalTrials.gov

Krebsregister

Resource design Zusammenarbeit mit

¢ Resource Design Details Primary health condition(s) or disease(s) considered in the study Administrative Information Data sharing strategy o > M I I

Is it an interventional or non-interventional study? N U M

Interventional =
@
Specification of the type of the study @ Other - DZG S
Primary subject @ Person

Which groups of diseases or conditions were the = K re bS re g I Ster

Unknown
data collected on? @

Primary purpose of the study @ Treatment = BfA R M

. . . Are healthy volunteers permitted to participate in the clinical study?: No Is eligibility based on gender (not on sex)?:
Additional information about the study @ d P P p 4 gibility g ( )

Additional information about gender eligibility criteria: -

Suche und Exploration im Health Study Hub: https://csh.nfdi4health.de/search/Study
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Strukturierte Ablage von Studieninformationen

Q

Health Study
Hub

Bisher genutzt zur Beschreibung von
Variable classification v

et 2 ot o by oo s - Kilinische, epidemiologische und Public Health
lassincation into areas ot Information (develope Y Viaelstrom Researc . .
Socio-demographic and econorn Studien, u.a. COVID-19 Studien

Lifestyle and behaviours
Birth, pregnancy and reproductive health

o - NUM Datensammlungen, z.B. coverCHILD

Perception of health, guality of life,
development and functional limitations

Diseases

Symptoms and signs = Kre bsreg |Ster

Medication and supplements

Non-pharmacoelogical interventions Zu S am m en ar b e It m It

Health and community care services
utilization

Death _ M I I

Physical measures and assessments
Laboratory measures
Cogpnition, personality and N U M
psychological measures and =
assessments
Life events, life plans, beliefs and values

Preschool, school and work life = DZGS

Social environment and relationships

Physical environment

- Krebsregister
- BfARM

Administrative information

Explore all Variables

Suche und Exploration im Health Study Hub: https://csh.nfdi4health.de/search/Study
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Strukturierte Ablage von Studieninformationen

Q

Health Study
Hub

Search [Individual] Bisher genutzt zur Beschreibung von

-~ - Kilinische, epidemiologische und Public Health
Studien, u.a. COVID-19 Studien

- NUM Datensammlungen, z.B. coverCHILD

x MFEUDRAN @ Target:Participant >  x

Results Coverage

AND ¥

- Krebsregister

Zusammenarbeit mit
o o - Mil
Value
O Name Label type Annotations Dataset - N U M

O q26 Wann haben Sie den vorliegenden Fragebogen Date @ Date and time-related SHIP
ausgefiillt? information - D Z < ; S
O dde_T3 Date of data entry Integer @ Date and time-related I.Family - T3 Data Dictionary Peer network
information Questionnaire - Krebsreglster
O  dofill_dd_T3 Filling-date (day) Integer ® Date and time-related I.Family - T3 Data Dictionary Peer network
information Questionnaire - BfA R M
O  dofilLmm_T3 Filling-date (month) Integer W Date and time-related I.Family - T3 Data Dictionary Peer network
information Questionnaire -

Suche und Exploration im Health Study Hub: https://csh.nfdi4health.de/search/Study
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Strukturierte Ablage von Studieninformationen

Q

Contributors

Project leader

Leibniz Institute for Prevention
Research and Epidemiology - BIPS

Wolfgang Ahrens
Achterstrale 30, 28359 Bremen, Germany
https://www.bips-institut.de/en/... &5

Digital identifier(s) @
ROR: 02¢22vch7 &2

Contact

Phone number

+49 (0) 421 21856837
Email address
alvarez@leibniz-bips.de &2

Related resources

Relationship between this resource (A) and the
related resource (B) (3

This Data dictionary is derived from

This Data dictionary is part of
This Data dictionary describes

This Data dictionary is described by

Health Study
Hub

Contact

Leibniz Institute for Prevention

Research and Epidemiology — BIPS

Ina B. Alvarez Franco

Achterstralle 30, 28359 Bremen, Germany

https://www.bips-institut.de/en/... &

Digital identifier(s) @
ROR: 02¢22ve57 5

Contact

Phone number

+49 (0) 421 21856837
Email address
alvarez@leibniz-bips.de 2

Type of the related resource @ Identifier of the related resource (9

LFollow-up - T5 Following the IDEFICS/I.Family cohort - Lifestyle and health (self-report for adults
(from 18 years)) &

IDEFICS/I.Family Follow-up (4
IDEFICS / I.Family - Cohort Dataset 2

doi.org/10.1093/ije/dyw317 &2

Suche und Exploration im Health Study Hub: https://csh.nfdi4health.de/search/Study

Bisher genutzt zur Beschreibung von

- Kilinische, epidemiologische und Public Health
Studien, u.a. COVID-19 Studien

- NUM Datensammlungen, z.B. coverCHILD

- Krebsregister

Zusammenarbeit mit
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NFDI4Health — Kernkomponenten

Verteilte Health Study Hub Forschungsdatenportal
Gesundheit (FDPG)

Analyse- -
Server Q (2) 3.“ ©)) v ©)

(1) Datenhaltende Organisation veroffentlicht
Forschungsdaten (und Metadaten)

(2) Forschende suchen relevante Datensétze
Verteilte und wahlen fur das Forschungsvorhaben
Anal Local Data geeignete Variablen aus.
nalysSe- g Hub (1)
knoten

(3) Forschende stellen Antrag auf
Datennutzung beim FDPG

(4) Use and Access Committees (UACs)
entscheiden tber den Antrag

(5) Entscheidung des UACs wird Gbermittelt

Offentl. Daten
& Metadaten

'S

Sensitive
Daten

(6) Bilaterale Vertragsverhandlungen

Nachnutzung von Daten

Abbildung: Juliane Fluck, ZB Med. Forschungsdatenportal Gesundheit: https://forschen-fuer-gesundheit.de/

T
Universit i7i nfdi4 =
Universitatsmedzn \Eheauhg n



https://forschen-fuer-gesundheit.de/

Lokale Reqgister flir Gesundheitsdaten

\_

Verwaltung sensibler

Schnittstelle zum Health
Study Hub ermdglicht

Datenanalyseknoten fur
verteilte Datenanalyse

Local
Data Hub

Lokales Register

Forschungsdaten

einfache Publikation

Lokaler

/

Local Data Hub

- einfach zu installieren, bietet viele bendétigte Funktionen eines
lokalen Registers

- in der Testphase bei einer Reihe von Datenhaltenden
Organisationen,

- und in den Datenintegrationszentren (DIZ)

Schnittstellen zu existierenden Infrastrukturen z.B.
- RKI

- DZGs

- in Planung: NUM Studienplattform
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Vertelilte Datenanalyse
Organisationen bei datenschutzkonformer Nutzung von Daten

g Verteilte Datenanalyeinfrastruktur .;:

1
- : Verwaltung von _ L ‘ L
Datenharmonisierung/Vorbereitung Ergebnisartifakten Nutzerinterface '.‘

Ausfuhrungs- und Zugriffsverwaltung

(1) Metadatenanalyse

(2) Protocol fir Datenharmonisierung
(3) DHO: Vorbereitung der Datensets

(4) DHO: Hochladen zum lokalen Knoten

Lokaler

Dat |
m - o Neue Use Cases Genom- und
DHO Mikrobiomdaten, Seltene
Harmonisierte
sensibIeIDIaten Erkranku ngen
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Harmonisierung & Vernetzung

% (Co-)Applicants p m
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Participants “ Greifswald
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